Moving the integration of palliative care from idea to practice
Integrated care has often been seen as a 'nice to have' optional extra, rather than as a basic requirement to improve caregiving for patients with advanced chronic disease and cancer. The World Health Organization (WHO)1 definition of integrated health services, 'The management and delivery of health services so that clients receive a continuum of preventive and curative services, according to their needs over time and across different levels of the health system', may be too general to those working in palliative care contexts on a daily base. The purpose of this Special Edition of Palliative Medicine is to draw together the best available reviews and empirical research to strengthen the evidence base for care integration in palliative care contexts.
Problem/rationale
Notwithstanding the increasing number of people living with, and dying from, cancer and other chronic disease in Europe, palliative care is often still suboptimal. Patients are not always able to reside at their preferred place (mostly home) and often receive transfers between different places of care and unnecessary hospital admissions in the last weeks of life. In addition, large variations in treatment trajectories exist with a considerable risk of overburdening family carers. Even these few examples show that optimizing palliative care services goes beyond optimization of individual care trajectories. Integrated palliative care needs to be addressed at a number of distinctive levels, for example, integration of palliative care into treatment guidelines, interdisciplinary collaboration between professionals, integration of the supportive role of informal caregivers and integration of community care and institutional care arrangements.
Definitions
In the literature, different definitions of integrated care exist. However, most definitions agree that integrated care involves an approach that contributes to the quality of life of patients by ensuring a seamless and continuous care process organized around their needs, including professional collaborations, appropriate care arrangements and social network support. Some aspects of integrated care can be traced back to the current, well-known, WHO definition of palliative care, for example, the integration of psychological and spiritual aspects in patient care, a support system to help patients live as actively as possible, a team approach to address the needs of patients and family and an early application in the course of illness, in conjunction with other therapies.
In an European Commission-funded project on integrated supportive palliative care (http://www.insup-c.eu), a working definition has been agreed that considers integrated palliative care as Integrated palliative care involves bringing together administrative, organisational, clinical and service aspects in order to realise continuity of care between all actors involved in the care network of patients receiving palliative care. It aims to achieve quality of life and a well-supported dying process for the patient and the family in collaboration with all the caregivers, paid and unpaid.2 However, the integration of palliative care remains an area that needs further investigation, on a conceptual level as well as on a practical level. This Special Edition of Palliative Medicine therefore contains contributions about the integration of palliative care from several disciplinary backgrounds, using several research methods in services for adults and children and for those experiencing a number of life-limiting conditions.
Highlighting of studies in the special edition
We are pleased to present a number of outstanding review papers which help to make sense of what is already published. Taking a community-based approach, Sallnow et al.3 reviewed a public health approach to end-of-life care, unravelling the relationship between wider social networks, place of death and palliative care service involvement. In a narrative review about the integration of palliative care in hospitals from the perspective of inpatient professional careworkers, Firn et al.4 concluded that 'collaboration is fostered when specialist palliative care teams practice proactive communication, role negotiation, and shared problem-solving, and recognize generalists' expertise'. Weaver et al.5 reviewed the literature concerning psychosocial palliative care standards and provide a conceptual model for paediatric palliative care and Palliative Medicine 30 (3) psychosocial support in oncology settings. Finally, Aldridge et al.6 offer a North American perspective in providing a review of education, implementation and policy barriers to integrated palliative care in the United States.
We also have included the following innovative research papers that contribute to our understanding of integrated palliative care. Michael et al.7 studied a palliative care service in transition from end-of-life care towards early integration and noticed more patients being discharged to home. However, this was more demanding for nursing staff with regard to required skills in a faster work-paced context with various care needs to be served. Moving to a cost-based approach, Sahlen et al.8 investigated the cost effectiveness of palliative homecare for patients with heart failure. They conclude that, even if staff costs are higher, this is outweighed by reductions in hospital admissions. Hospitalbased telecare and integration into homecare was the topic considered by Van Gurp et al.,9 who, in a qualitative study, considered expert teleconsultation for palliative patients at home and concluded that real-time involvement of patient, hospital-based specialist and primary caregiver can stimulate patient-centred dialogues. In this respect, it is interesting that Washington et al.10 investigated shared decision-making via video conference and the role of family members. After an analysis of 100 hospice interdisciplinary team meetings attended by family members via videoconferencing, they conclude that videoconferencing is useful but that extra steps are needed to transform family members from mere attendees into active participants. Jones et al.,11 presenting a realist-based synthesis of integrated care in dementia, found that three components were predominantly important, namely, integrated multi-disciplinary care, providing training and support and influencing (priorities of) local healthcare providers. Reilly et al.12 investigated the integration of palliative care, physiotherapy and respiratory medicine and showed high satisfaction from patients' experiences of a breathlessness support service.
Conclusion
Even though several aspects of integration are already described and are being investigated in current research initiatives, including interesting practice examples, barriers are still apparent with regard to education, implementation and policy. Therefore, more empirical work is needed, both with a clinical and a policy perspective, to unravel constitutive elements of better integration of palliative care in current health systems and practices for the benefit of patients and their relatives. The importance of further palliative care integration is not at all expected to be diminishing as cancer and chronic diseases will increase, and these patients often develop palliative care needs. Next steps are therefore to (a) identify, describe and evidence best practices of integrated palliative care; (b) identify barriers and opportunities for greater integration of palliative care in national health systems including clinical, service provider, education, implementation, informal caregiving and regulatory levels; and (c) develop and implement comprehensive implementation strategies to overcome barriers and to take palliative care integration forward. In this respect, current attempts to develop national palliative care programmes (e.g. Ireland, the Netherlands) need careful consideration, and the implementation of adequate indicators to monitor the proceedings of palliative care integration internationally should be taken forward.
